Background {#Sec1}
==========

The health of Roma in Macedonia {#Sec2}
-------------------------------

Roma are the largest ethnic minority in Europe and suffer marginalization in many spheres of life. Roma in Macedonia experience significantly higher rates of unemployment and poverty relative to the general population \[[@CR1]\]. These factors translate into dire health consequences and are compounded by poor housing conditions in Roma communities and their geographic distance from health care facilities \[[@CR2]\].

Official statistics about Roma in Macedonia are difficult to obtain since most government data do not record ethnicity. Moreover, the government has not conducted a census since 2002 \[[@CR3]\]. The information that is available suggests that the health status of the Roma population is poor relative to the general population. In 2008 and 2009, the Institute of Public Health examined children in cities across the country and found that Roma children were below average in height, weight, and body mass index relative to their ages \[[@CR4]\]. This study suggests that nutrition among Roma children is poor.

Other studies show that Roma face increased health risks and experience poor outcomes. Roma across Europe, including in Macedonia, are more likely to report unmet health needs than the general population, even after adjusting for demographic factors and socioeconomic factors \[[@CR5]\]. A systematic review of the evidence found that Roma have higher mortality risks and Roma children have a greater prevalence of health risk factors such as low birth weight and lower vaccination coverage \[[@CR6]\]. Studies in other countries suggest that life expectancy among Roma is lower than average \[[@CR7]\]. In neighboring Serbia, infant mortality rates in Roma settlements are nearly twice as high as the national average \[[@CR8]\].

The Macedonian government provides compulsory state-funded health care, managed by the Ministry of Health. However, as in neighboring Central and Eastern European countries, even when Roma in Macedonia are able to travel to health care facilities, they are routinely denied medical treatment or receive substandard care \[[@CR9]\]. Discrimination by health providers is common. Roma patients in Macedonia, including pregnant women, have reported physical violence by health care professionals \[[@CR10]\]. Remarks made by health providers about patients' ethnicity suggest that this inferior treatment is due to racial prejudice \[[@CR11]\], and some health professionals have negative underlying beliefs about Roma women \[[@CR12]\]. Patients also report being required to pay for services that should have been free and if unable to pay being detained or having their documents confiscated \[[@CR10]\].

One basis on which Roma in Macedonia are frequently denied health care is their lack of personal identification documents. A 2009 study focused on Roma in the Shuto Orizari region found that more than 30% of respondents had a period without health insurance and 14% had been denied health services as a consequence of not having appropriate documentation \[[@CR13]\]. A 2016 United Nations International Children's Emergency Fund (UNICEF) study reported that the most common reason Roma in Macedonia lack health insurance is a lack of identity documents (around 45% of those without health insurance) \[[@CR14]\]. While the country's Ministry of Labor and Social Policy has formed a task force to create a database of undocumented persons, no portion of the government budget has been allocated to this initiative and the Macedonian authorities rely instead on Roma-focused non-governmental organizations (NGOs) with external funding for information on individuals in need of identity documents \[[@CR15]\].

This paper brings a human rights in patient care (HRPC) framework to bear on the issue of access to health insurance for Roma in Macedonia. The remainder of this section situates this issue within the academic literature on Roma health and human rights. The "[Main text](#Sec5){ref-type="sec"}" section begins by situating access to health insurance within the HRPC framework. It then describes a specific barrier to health insurance for Roma and other impoverished communities in Macedonia, namely a facially neutral law requiring the annual submission of a signed statement of income in order to renew health insurance coverage. The "[Main text](#Sec5){ref-type="sec"}" section concludes by analyzing the actions of the Macedonian authorities within the relevant human rights and legal frameworks.

Methodology {#Sec3}
-----------

The methodology underlying this paper was primarily qualitative in nature. The first author provided her findings based on having led the NGO campaign described in the "[Main text](#Sec5){ref-type="sec"}" section, while the second and third authors integrated an HRPC analysis and cast the issues within the broader legal and human rights context.

Review of the literature {#Sec4}
------------------------

It is important to situate the issue of access to health insurance for Roma in Macedonia within the broader academic literature on similar barriers to the realization of Roma health and human rights. These include barriers stemming from Macedonia's citizenship regime and the conditionality tied to its visa liberalization and candidacy for EU membership. This literature highlights the need to address the health and human rights issues faced by Roma with the requisite complexity. Rather than being the "ultimate other" toward whom repressive policies are directly aimed \[[@CR16]\], Roma often suffer unintended adverse effects from direct efforts to improve their condition and policies that appear neutral or universally progressive on their face.

The minority rights framework has so far failed to address the structural discrimination Roma face. Pogány argues that post-1990 minority rights regimes in Europe are simply not relevant for many Roma \[[@CR17]\]. These regimes are largely unenforceable, and their focus on cultural, linguistic, and religious rights does not account for diversity within Roma communities. They also tend to overlook that the main problems affecting Roma concern their living conditions, access to public services, and education levels, as well as anti-Roma prejudice and hostility. On Pogány's view, minority rights regimes have actually worsened Roma marginalization by casting them as a homogeneous minority and failing to address their structural socioeconomic challenges \[[@CR17]\].

Efforts intended to benefit other minorities or society more broadly have also unintentionally undermined Roma rights. The first *Citizenship Law* following Macedonia's declaration of independence in 1991 left many Roma and Albanians in the country without citizenship, not least because they could not prove continuous residency for the preceding 15 years \[[@CR18]\]. As with the health insurance issues canvassed in this paper, this was largely a matter of lacking official documentation. Even after a series of amendments relaxed key requirements and brought Macedonia's citizenship regime in line with European standards, Spaskovska reports persistent problems in the civil registration of Roma \[[@CR18]\]. Sardelic deepens this analysis by casting Roma in Macedonia as the "collateral damage" of citizenship laws that targeted, if anyone, the more sizeable Albanian minority \[[@CR16]\]. The result is that Roma in Macedonia evince a certain "forced in-betweenness" in a number of ways: they suffer the unintended and indirect impacts of tensions between the ethnic Macedonian majority and the Albanian minority and they are often considered "non-citizens" albeit without qualifying as "stateless" for the purposes of international protections \[[@CR16]\].

Even attempts to address Roma rights can lead to backlash that ultimately undermines this aim. Kacarska describes how the European Commission's efforts to incentivize Macedonia to improve the status of Roma rights---including by assuring their freedom of movement and their access to official documents---has played an important role in Macedonia's visa liberalization and EU accession processes \[[@CR19], [@CR20]\]. Paradoxically, this has had two consequences inimical to Roma health and human rights. First, there has been a rise in xenophobic backlash by the ethnic Macedonian majority, who perceive special attention by European bodies to Roma rights as a sign of preferential treatment. Second, a rise in asylum seekers following visa liberalization---especially among Roma and Albanian nationals, in the case of Macedonia---has prompted EU member states and the European Commission to request that Macedonia and its neighbors restrict these groups' freedom of movement. This has taken the form of profiling and harassment by Macedonian border police of Roma and other suspected "false asylum seekers" \[[@CR19], [@CR20]\]. This example illustrates that even well-intentioned efforts to improve Roma health and human rights sometimes have negative effects.

It is by building on this context that this paper considers a facially neutral law in Macedonia, which predicated access to health insurance on the annual submission of a signed statement of income. As Colombini et al. note, social health insurance schemes have sometimes worsened access for Roma and other impoverished groups, including in Macedonia, largely due to their lack of personal documentation \[[@CR21]\]. This paper provides a specific instance of this phenomenon. This paper also builds on the existing literature by showing the adverse effects on Roma of requiring such documentation and analyzing the Macedonian government's actions in light of NGO advocacy and the HRPC framework.

Main text {#Sec5}
=========

Health insurance coverage and the HRPC framework {#Sec6}
------------------------------------------------

The HRPC framework sheds light on the human rights dimensions of access to health insurance coverage. HRPC "widens out from the individual patient-provider relationship to examine systemic factors and state responsibility in the provision of patient care" \[[@CR22]\]. The HRPC framework further calls for a focus on vulnerable populations in the formulation of health law and policy and "reveals issues of discrimination and social exclusion that often underlie abuse against patients" \[[@CR22]\]. Additionally, its systemic approach attends to the rights and obligations of health care providers, recognizing that their duties can result in conflicts of "dual loyalty," understood as conflicts related to their "simultaneous obligations, express or implied, to a patient and to a third party, often the state" \[[@CR23]\]. Indeed, among the six common types of human rights violations that can result from dual loyalty conflicts, as identified by the International Dual Loyalty Working Group, is that of "\[l\] imiting or denying medical treatment or information related to treatment of an individual to effectuate the policy or practice of the state or other third party" \[[@CR23]\].

Key human rights relevant to access to health insurance for Roma include the rights to the highest attainable standard of health and to non-discrimination and equality. These rights are protected by both Macedonia's Constitution and international law.

The Macedonian Constitution includes expansive guarantees to health care and non-discrimination. With regard to health care, Article 39 of the Macedonian Constitution states that "\[e\]very citizen is guaranteed the right to health care" and that "citizens have the right and duty to protect and promote their own health and that of others" \[[@CR24]\]. Article 34 further provides that "\[c\]itizens have the right to social security and social insurance, determined by law and collective agreement" \[[@CR24]\]. The Constitution also guarantees equality through provisions such as Article 9, which states that citizens "are equal in their freedoms and rights, regardless of sex, race, colour of skin, national and social origin, political and religious beliefs, property and social status" \[[@CR24]\].

International law also guarantees the rights to health and equality. Article 12 of the International Covenant on Economic, Social and Cultural Rights (ICESCR) "recognize\[s\] the right of everyone to the enjoyment of the highest attainable standard of physical and mental health" \[[@CR25]\]. According to Article 2 of the ICESCR, these rights must be exercised without discrimination on the basis of "race, colour, sex, language, religion, political or other opinion, national or social origin, property, birth or other status" \[[@CR25]\]. Additional treaties guarantee equality (Articles 2 and 26 of the International Covenant on Civil and Political Rights) \[[@CR26]\], including in the area of health (Article 5 of the International Convention on the Elimination of All Forms of Racial Discrimination) \[[@CR27]\]. Treaties also protect access to health care for specific populations like children (Article 24 of the Convention on the Rights of the Child) \[[@CR28]\] and women (Article 12 of the Convention on the Elimination of All Forms of Discrimination against Women) \[[@CR29]\].

The U.N. Committee on Economic, Social and Cultural Rights (CESCR) has elaborated on the ICESCR's right to health, explaining that it must include accessibility. Accessibility includes the right to access health care without discrimination, "especially \[for\] the most vulnerable and marginalized sections of the population" \[[@CR30]\]. Since adequate and affordable health care is critical to accessibility, "\[s\]ocial policies \[that\] disproportionately exclude patients from certain communities from access to health insurance" violate the right to health \[[@CR22]\].

Under international human rights law, the Macedonian government should remove administrative obstacles tending to lead to unequal access to health care. The initial report adopted by the CESCR in 2006 expressed concern that many Roma did not have the personal documents required to access benefits such as social insurance and health care \[[@CR31]\]. The CESCR recommended that the Macedonian government "take immediate steps, e.g. by removing administrative obstacles, to issue all Roma applicants with personal documents, with a view to ensuring their equal access to social insurance, health care and other benefits" \[[@CR31]\]. The Committee on the Elimination of Racial Discrimination issued a report in 2007 that contained a similar recommendation \[[@CR32]\]. These problems persist, however, and the CESCR again recommended in 2016 that the Macedonian government "take all measures necessary to issue identity cards to all Roma" \[[@CR33]\]. The CESCR also noted that insufficient funding for the health sector limited access to health services for Roma and people in rural areas \[[@CR33]\].

Equality principles also apply in the patient-care setting. The Committee on the Rights of the Child (CRC) wrote in a 2014 report that despite near-universal health insurance coverage in Hungary, "a number of persons who belong to the Roma community continue to be denied health services, including emergency aid services, and are discriminated against by health practitioners" \[[@CR34]\]. This CRC report applied equality principles to the provision of health services including the importance of non-discrimination by providers. The Committee recommended the government "provide health-care services to all children within its territory without any discrimination" \[[@CR34]\]. Although the subject of this article is Roma in Macedonia (and not Hungary), the CRC report emphasizes the obligations governments across Europe have with respect to the health of Roma.

The termination of health insurance coverage among Roma in Macedonia {#Sec7}
--------------------------------------------------------------------

In April 2013, the Prilep-based NGO ROMA S.O.S. was consulted by a woman who had given birth at the P.H.I. General Hospital Borka Taleski and, upon being discharged, had been billed 13,000 denars---the uninsured cost of the medical services she had received. This invoice was perplexing because the patient had received regular confirmation of her coverage under Macedonia's Health Insurance Fund (HIF) up to the preceding month. Upon investigation, ROMA S.O.S. discovered that her coverage had been terminated because she had not filed a signed statement of income for the previous year. This client was the first of 280 similar cases of terminated health insurance coverage documented by ROMA S.O.S. in April and May 2013. Upon submitting an access-to-information request to the HIF, ROMA S.O.S. learned that only 52.9% (120,255) of those individuals eligible for exemption from payment for health insurance had submitted a statement of income and thus been able to maintain their coverage \[[@CR35]\].

Two years prior, amendments to Macedonia's *Law on Contributions to Compulsory Social Insurance* had introduced a requirement that low-income and unemployed citizens submit signed statements of income each year to "re-register" for continued coverage \[[@CR36]\]. However, the Constitutional Court of Macedonia abolished this requirement in November 2012 finding that the HIF itself was responsible for verifying the incomes of insured persons through the country's Public Revenue Office \[[@CR37]\]. As ROMA S.O.S. and its clients discovered, this decision was far from fully implemented; the Macedonian government had amended the *Law* only to remove the obligation of the Ministry of Finance to prescribe the form and its contents \[[@CR38]\].

As a result, in January 2013 the HIF once again called for all low-income and unemployed citizens to re-register for their health insurance coverage by submitting a signed statement of income showing that their 2012 income had not exceeded 96,600 denars. Many of these individuals were not notified, however, and were not aware of the HIF's new requirement. As a result, many people lost health insurance coverage because they did not comply in a timely manner, raising another administrative obstacle to health insurance. In many cases, these individuals only learned of this requirement when they next attempted to access health care services. At that time, they were informed that their health insurance coverage had been suspended and that they needed to pay the full cost of the health care services and medications they required---as well as an additional administrative fee to obtain the documentation required to re-register \[[@CR35]\].

In response, ROMA S.O.S. formed a coalition with six other NGOs from across Macedonia (Humanitarian and Charitable Association of Roma Delcevo, the Association for Roma Community Development, National Roma Centrum, Health Education and Research Association, Macedonian Anti-Poverty Platform, and Association for Emancipation, Solidarity and Equality of Women). The coalition made submissions to the Ministry of Finance, the Ministry of Health, the Health Committee, and the Ombudsman, an independent official responsible for protecting citizens' rights, asking these bodies to examine the implementation of the Constitutional Court's decision. Responding in September 2013, the ministries insisted that although they were aware of the great number of people who had lost their health insurance coverage for failure to submit a statement of income, it was not an onerous obligation to comply with this requirement. The Ombudsman, by contrast, agreed with ROMA S.O.S. and its NGO partners that the court's decision had not been properly implemented and that immediate legislative amendments were required \[[@CR35]\].

Over the following months, ROMA S.O.S. and its civil society partners met with political leaders and generated public awareness of the issue through press conferences, public discussions, and engagement with news media \[[@CR35]\]. This advocacy resulted in the unanimous adoption by the Assembly of the Republic of Macedonia of an amendment to the *Law on Contributions to Compulsory Social Insurance* in December 2014*.* This amendment removed the requirement that low-income and unemployed individuals submit an annual statement of income in order to retain their health insurance coverage \[[@CR39]\]. Because the HIF does not collect data by ethnicity, it is difficult to determine exactly how many Roma benefited from this intervention. However, an unofficial estimate by ROMA S.O.S. using conservative assumptions suggests that about 32,000 Roma benefited from the legal amendment. (This estimate uses the latest available census data, which reported a Roma population of nearly 54,000 \[[@CR3]\]. This calculation also makes the assumptions that the primary beneficiaries were unemployed people and that approximately 60% of the Roma population is unemployed.)

Although the Macedonian government had lifted the statement of income requirement, in early 2015, news emerged that 6760 low-income and unemployed individuals who *had* filed statements of income in previous years had been criminally charged with providing a document with false information; data from the Public Revenue Office revealed that these individuals' income was in fact higher than they had reported \[[@CR35]\]. The reasons for this underreporting, according to personal communications with ROMA S.O.S. and its clients, included that these individuals could not understand the forms and were simply told to circle one of the available options, that they were personally obliged to calculate their income for the preceding year long before the Public Revenue Office itself had generated this data, and that it was unclear whether net income or gross income was to be reported.

There was a marked lack of uniformity in how public prosecutors pursued criminal charges. Charges against 1789 individuals were resolved in brief proceedings conducted in trial courts. In most of these cases, the accused were completely unaware that they had been charged; this was the case for several Roma whose residential addresses had recently changed. They were convicted in absentia and sentenced to 3 months in prison, 1 year of probation, and a fine of 3000 denars. In another 1524 cases, however, the charges were dismissed and no proceedings held on the basis that they were not criminal cases to be prosecuted ex officio, that the cases were obsolete or of minor importance, that the person had no income at all, or that the Public Revenue Office had wrongly imputed a family member's income to the accused \[[@CR35]\].

In tandem with these proceedings, the HIF began to request reimbursement from the accused for the health care services they had used in the years for which they had submitted "false" statements of income. The agency proceeded with these claims without formally filing civil lawsuits and despite not demonstrating pecuniary losses. These charges and claims were ultimately dropped by legislative amendment in June 2015 \[[@CR40]\], as a result of advocacy by NGOs.

A human rights analysis of the Macedonia case {#Sec8}
---------------------------------------------

This section provides a health and human rights analysis of the situation described above, examining both the regulatory framework and the actions and inaction of Macedonian authorities.

The country's *Law on Health Insurance* assures mandatory coverage of primary health care services for citizens \[[@CR41]\]. (Citizens can obtain coverage for other services if they have the means to pay for it.) The separate *Law on Contributions to Compulsory Social Insurance* regulates the levels of contributions required for mandatory insurance covering primary health care; it specifies that citizens are exempted from payment if they earn less than 96,600 denars per year and, as of 2011, required such individuals to submit a signed statement of income each year in order to maintain their coverage \[[@CR36]\]. Contributions by citizens whose income surpasses this threshold make up most of the funding for health care in Macedonia. The HIF covers 80% of health care costs for insured citizens, who must pay the remaining 20% at the point of service.

The requirement to submit an annual statement of income may not seem to represent a significant burden; however, most Roma and other low-income or unemployed individuals are among those least likely to be made aware of such a requirement or to have ready access to the required documentation. Insofar as the state failed to account for the hurdles and already-dire health outcomes experienced by Roma when it introduced this requirement, it fell short of HRPC standards. Moreover, the statement of income requirement and its consequences for health insurance coverage indirectly place health care providers in a dual loyalty conflict, pitting their duty to abide by the law against their professional and ethical duties to provide medical treatment to all patients who visit their facilities. Macedonia's constitutional guarantees of health care and social insurance were unduly tempered by the statement of income requirement because those segments of the population who were least likely to possess or file such documentation---including Roma---were denied their constitutional rights on the basis of that very vulnerability. The requirement also discriminated, in effect if not in intent, against Roma and other low-income and unemployed persons notwithstanding the anti-discrimination provisions of the *Law on Health Insurance*.

The right to health in the ICESCR imposes three obligations on governments: (1) to *respect* by refraining from interfering with enjoyment of the right to health; (2) to *protect* by taking steps to prevent third parties from threatening the right to health; and (3) to *fulfill* by adopting measures appropriate to fully realize the right to health \[[@CR30]\]. The Macedonian government's actions failed to meet these obligations because it interfered with the ability of Roma and low-income people to access health insurance, failed to protect these vulnerable groups from denial of service, and did not proactively adopt measures to promote the right to health among Roma. Although the law did not specifically target these groups for discrimination, laws that are facially neutral can have discriminatory effects that contravene international law. For example, the Special Rapporteur on Migrants found a facially neutral law in Japan that made national health insurance available to foreign nationals with a residence visa for 12 months or longer discriminated against migrants \[[@CR42]\]. Similarly, the statement of income requirement imposed a neutral standard to receive access to health insurance; however, this standard's significant burden on Roma and other low-income citizens had discriminatory effects prohibited by international law.

In addition, the Macedonian authorities undermined the rule of law by failing to respect the decision of the Constitutional Court invalidating the statement of income requirement. Despite awareness of the requirement's impact and persistent pressure by ROMA S.O.S. and its civil society partners, the HIF again issued a call in February 2014 for signed statements of income from all low-income and unemployed citizens. Once more, ROMA S.O.S. found that little more than one-half of eligible individuals (55.8%, or 135,583 people) had submitted the statement, and thus, health insurance coverage was terminated for all others (44.2%, or 107,502 people) \[[@CR35]\].

The government's attempts to hold people criminally liable for errors on their statements of income also abridged the right to health insurance. These spurious criminal charges and civil claims were brought against members of socially excluded groups who attempted to comply with a law that had discriminatory effects on them. By deepening the marginalization of low-income and unemployed persons in pursuing these claims, the Macedonian government further violated the rights to health and equality in Macedonia's Constitution, the ICESCR, and other international treaties.

This series of events illustrates the role that advocacy can play in enforcing international norms and benefiting marginalized people. Formal enforcement of international human rights is difficult, and without the threat of punishment, governments often lack incentives to comply with their obligations. International bodies such as the CESCR have recognized the human rights issues plaguing Roma in Macedonia. Nevertheless, these bodies alone struggle to generate the coalition necessary to address structural discrimination and the effects of facially neutral laws such as the statement of income requirement or criminal liability for false statements. In the Macedonia case, intra-country pressure by NGOs filled the gap and played an important role in correcting the problem.

Ultimately, the Macedonian government is the actor that adopted the changes and will need to act in the future to ensure the human rights of Roma. The government should address the structural challenges and discrimination that continue to prevent Roma from accessing health insurance. Since the changes to the law in 2014, citizens who are unemployed or have low incomes, including Roma, have not faced additional administrative obstacles in realizing their right to health care. However, despite the amendments to the health insurance law, Roma remain unable to fully exercise their human rights. Recent studies confirm that lack of identity documents remains the most common obstacle to health insurance for Roma in Macedonia \[[@CR14]\]. The CESCR has recognized the ongoing "structural discrimination against Roma," including Macedonia's lack of effective measures to address employment, housing, education, and nutrition needs \[[@CR33]\]. The Macedonian government should take action to address these concerns.

Conclusion {#Sec9}
==========

Roma in Macedonia face significant barriers to attaining the rights to health and equality guaranteed by Macedonia's Constitution and international law. Applying a HRPC framework to this problem reveals the barriers to health insurance created by a facially neutral law requiring a statement of income. These barriers violated Macedonia's Constitution and were suspect under international law. After the Constitutional Court declared the requirement invalid, the government failed to implement appropriate changes to the law in a timely manner. This failure threatened the rule of law and further marginalized and discriminated against Roma in violation of their human rights.

This episode confirmed that legislative tools can both create and remedy obstacles to accessing health care. Facially neutral laws such as the statement of income requirement can have disproportionate negative impacts on minority groups such as Roma. Given the obligations governments have under international human rights law, they should consider this possibility when designing and implementing social programs---even when those programs are intended to benefit society broadly. Policymakers and commentators must critically evaluate even seemingly progressive programs for their impact on marginalized groups.

Though this particular barrier to health insurance has been addressed, structural challenges and discrimination remain. Even assessing the extent of these problems is difficult because of the lack of official statistical information; the CESCR has recommended that the government improve its data collection to allow reliable and robust analysis of the situation of Roma in the country \[[@CR33]\]. The Macedonian government should take action to address these obstacles to Roma fully realizing their economic, social, and cultural rights as well as the rights guaranteed under Macedonia's Constitution.
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